METHOD The HFWS was co-developed with families and members of the multidisciplinary team. A sequential convenience sample of 60 families who attended clinics in Sunderland, UK in 2015 agreed to participate and answered eight questions about their views on the tool's usefulness. Data were recorded and analysed in Microsoft Excel.
INTERPRETATION
The HFWS was acceptable to most families surveyed, improved communication from their perspective, and ensured that the issues that mattered most to them were addressed in medical consultations. The tool has been translated into a number of other languages. Its acceptability and utility in other settings requires further study.
Increased demand on health services has led to reductions in consultation time, which is a threat to patient and family satisfaction. 1 To be most satisfied with consultations, children, young people, and their families need doctors to listen well and competently elicit their concerns and expectations. 2 Families with disabled children and young people are more likely to be dissatisfied with their interactions with healthcare professionals than those with nondisabled children, and families report being less involved in decision-making about their care than they would like to be.* In addition, parents of disabled children and young people tend to have deeper concerns about their child's health or wellbeing, and these concerns are not always acknowledged in medical consultations. 3 Good communication skills are difficult to quantify. However, they are encouraged in the UK General Medical Council's 2015 Duties of a Doctor guidance: 'You must listen to patients, take account of their views and respond honestly to their questions'. 4 They are also encouraged in the UK National Health Service's constitution: 'Staff should aim to be open with patients, their families, carers or representatives, including if anything goes wrong; welcoming and listening to feedback and addressing concerns promptly and in a spirit of co-operation'. 5 Good doctor-patient communication correlates positively with increased patient satisfaction. 6 Patients and their families with high satisfaction are more likely to comply with treatment, return to follow-up, and reveal important information, which improves diagnostic accuracy. Conversely, poor communication and therefore unsatisfied patients and families are less likely to comply or to return to the same doctor.
This study aimed to determine whether, from the perspectives of disabled children and young people and their parent carers, the Health, Functioning and Wellbeing Summary (HFWS) positively supports communication in clinic consultations and meets communication standards set by the UK General Medical Council and National Health Service constitution.
METHOD
The HFWS 'traffic lights' tool (http://www.bacdis.org.uk/ policy/documents/HFWSummary.pdf) was developed by *We use the term 'disabled children' deliberately. Generally we prefer 'person-first language' as it is more appropriate to describe people 'with' or who 'have' specified characteristics, such as impairments or specific diagnoses. However, consistent with the International Classification of Functioning, Disability and Health, disability is created as a consequence of interaction between a person and their environment. Disability cannot be considered as intrinsic to the person. Hence, we believe that people are in fact disabled, and not 'people with disabilities'. the second author together with disabled young people, parent carers, and members of the interagency, multidisciplinary team. It is a communication support tool intended for completion by families before all review medical consultations with disabled children and young people. The tool is on two sides of one sheet of paper and is printed in colour. It starts with space for families to celebrate what is going well, in order to avoid the consultation being dominated by a long list of everything that the child or young person cannot do or is challenged by. The next section encourages families to problem-solve for themselves: 'Thoughts about what might help to make it easier to join in everyday activities and make life more enjoyable'. This is in tune with the 'Five Year Forward View' of the UK National Health Service that encourages patients and their families in self-management. 7 The last section on the first page allows families to write down any questions or concerns that they would like the doctor to address during the consultation.
On the second side there is a list of commonly occurring health conditions, areas of functioning, and situations that are known to arise for disabled children and young people regardless of the primary diagnosis (Appendix S1, online supporting information). These reflect the domains of the World Health Organization's 'International Classification of Function, Disability and Health', encompassing a broad range of health conditions, areas of functioning, participation, and personal and environmental factors. 8 There is space at the end for 'other' concerns, so that families can add additional items that are important to them. For each item, the family is encouraged to indicate, like a 'traffic light', as to whether that item causes them 'no concerns' (green), some concerns (amber), defined as regularly but intermittently limiting joining in with everyday activities or impacting on ability to enjoy life, or serious concerns (red), defined as frequently or daily limiting joining in with everyday activities or impacting on ability to enjoy life.
The list of items represents issues recorded most commonly as 'active concerns' in clinic letters written to families after disability clinic consultations serving Sunderland and south-east County Durham, UK. 9 Analyses of these data and prospective pilots of data capture across England using the same Disabilities Terminologies Set have been separately reported. 9, 10 The first draft of the HFWS was shared and discussed with members of the interdisciplinary team and with families, including at the annual scientific meeting of the North of England Collaborative Cerebral Palsy Survey in Durham in September 2011 where feedback was collected. It was then piloted in clinical practice and modified in the light of feedback from team members and from families.
The HFWS is used in all of the second author's disability review clinics in Sunderland. New patients' families are all sent an age-appropriate Background Information Sheet to complete; this informs new patient consultations (http:// www.bacdis.org.uk/policy/documents/PreSchoolBIS.pdf; http://www.bacdis.org.uk/policy/documents/SchoolAgeBIS. pdf).
This prospective survey was registered with City Hospitals Sunderland NHS Trust clinical governance department who clarified that because this was a survey of established clinical practice, further ethical permissions were not required.
A sequential convenience sample of children, young people, and their families who attended paediatric disability follow-up clinics in Sunderland and south-east County Durham between 14th January 2015 and 6th February 2015 were invited to answer questions about their experiences using the HFWS. Verbal consent was obtained at the end of the consultation, making very clear that participation was entirely voluntary and would not affect patient care. The first author presented the questionnaire (see Appendix S2, online supporting information) separately and independently of clinical care. Eight questions were asked about aspects of the usefulness of the tool; questions one to seven used a 5-point Likert scale. 11 The eight questions asked about overall usefulness on a scale of 1 to 10. Suggestions for improvement were sought. Data were recorded and analysed using Microsoft Excel (Microsoft Corp., Redmond, WA, USA).
RESULTS
All 60 family participants completed the questionnaire fully: 58 parent carers, one foster carer, and one young person. One parent was supported by an interpreter. The age range of children and young people was 3 to 18 years. Of the 60 family participants, 34 (57%) were male. More than 99% of the families attending the Sunderland clinics speak English.
The two most common conditions experienced by the children and young people were cerebral palsies (19 out of 60; 32%) and autism spectrum conditions (11 out of 60; 18%).
All 60 (100%) agreed or strongly agreed that they had been able to discuss everything they had wanted to discuss, and that the doctor had addressed all of the serious concerns noted on the HFWS. Of the 60 participants, 58 (97%) found it easy to understand and fill out. Most (57 out of 60; 95%) agreed or strongly agreed that the HFWS was useful in helping them to gather their thoughts about what they wanted to discuss, and 55 out of 60 (92%) agreed that it was useful in ranking their concerns in order of importance.
Of the participants, 49 out of 60 (81.7%) reported that a clinic in which the HFWS was used better addressed their What this paper adds
• The Health, Functioning and Wellbeing Summary helped families to gather and prioritize their thoughts before consultations.
• From the families' perspectives, use of the tool improved communication during consultations.
• The tool ensured that the serious concerns of families were addressed during consultations.
needs than one in which it was not used. One parent (1.7%) disagreed. A further 10 (16.7%) neither agreed nor disagreed.
The HFWS was scored at least eight out of 10 by 54 out of 60 (90%) participants for overall usefulness as a communication tool in clinics. One parent scored it one out of 10 (1.7%), two scored it three out of 10 (3.3%), and four scored it seven out of 10 (6.7%).
Reasons given for not liking the tool included 'Easier to verbalise concerns and needs rather than write them down' (3 out of 60; 5%) and 'Hard to decide which issues were serious' (1 out of 60; 1.6%). Suggestions for improvement included for the HFWS summary to be sent out in advance (5 out of 60; 8.3%).
DISCUSSION
Parental concerns have long been shown to accurately predict the presence of developmental issues and disabling conditions. [12] [13] [14] Taking the time to ensure that families' concerns are fully elicited and addressed within the consultation can help families to feel more in control of health care. 15, 16 Giving families the opportunity to write down their questions can help to overcome the reticence of many to ask about what is worrying them most. 17 Consultation in 2014 with disabled children and young people, as well as parent carers -which informed the development of Department of Health (England) funded Disability Matters e-learning resources -highlighted communication as the number one issue that needed to be addressed with those who may work or volunteer with disabled children and young people and their families. 18 Nine out of 58 freely available e-learning sessions that encourage excellence in a range of aspects of communication were co-developed as a consequence, in full partnership with disabled children and young people, parent carers, and other experts (www.disabilitymatters.org.uk).
Use of the HFWS brings the agenda of the family to the consultation and ensures that the concerns that matter most to them that day are addressed. The authors' experience is that the HFWS works equally well across a range of settings: hospital-based clinics, special school clinics, joint postural management clinics with paediatrics, orthopaedics and physiotherapy, joint neuroendocrine clinics, and joint paediatric and genetics clinics. The combination of open questions and more focused and specific questions ensures that a broad range of issues can be covered in the most efficient and effective way possible. A lot of ground can be covered quickly, leaving enough time to deal with the serious issues that matter most for the family that day. For example, for the child with cerebral palsy, eliciting and recording the presence or absence of pain is very important, as this is known to be a major determinant of participation and quality of life. 19 However, a population-based survey of clinical practice across northern England demonstrated significant variation in whether enquiries about the presence of pain had been documented in medical records. Those living in the most deprived fifth of the population were significantly less likely to have had enquiries about the presence or absence of pain documented than those who were less deprived. 20 As well as improving communication for families, the HFWS also acts as an aidem emoire for clinicians, whether of many years' experience or in training, ensuring that important areas known to affect participation and quality of life are adequately covered and addressed during consultations.
Advocacy is an important part of the paediatrician's role, especially the paediatrician caring for disabled children and young people and their families, where it is often the environmental factors that act as challenges and barriers to optimum participation and quality of life. 21 Asking about housing issues, school issues, access to leisure issues, support, information, or any other issues can be revealing, and can lead to advocacy opportunities that can make a significant positive difference for families. One mother indicated 'serious concerns' for the item 'Are you well enough supported?'. Exploration of this led to identification of the predicament of the family in facing additional housing charges, because of them being seen to have a 'spare bedroom' in their home rented from the local authority. A change in legislation had led to a ruling that children and young people were expected to share bedrooms, with no account taken of any additional needs relating to their equipment or of safety issues arising because of their disabling health conditions. The paediatrician raised this issue anonymously with the executive committee of the British Academy of Childhood Disability. Discussions including representatives of the voluntary organization Contact a Family led to publicity on the national television news. 22 Members of the executive and regional representatives of the British Academy of Childhood Disability wrote to their Members of Parliament highlighting their concerns about the issue (http://www.bacdis.org.uk/documents/BACDlette rtoDanPoulter.pdf). Very soon after this, there was a change in legislation that led to the exemption of families with disabled children from the new ruling. 23 The paediatrician was able to write a letter of advocacy to the housing provider highlighting the family's entitlement to exemption from this 'bedroom tax', and produced a template letter for others in the team and nationally to use for those in similar circumstances (http://www.bacdis.org.uk/documents/ bedroomTaxtemplateletterApril2013.doc).
Parent carers and voluntary organizations welcome and promote the HFWS across the UK as part of the Expert Parent Training Toolkit developed in partnership with the Council for Disabled Children.
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Limitations
The sample size was limited because of time constraints of the first author, who needed to complete the survey during his Student Selected Component placement. Only patients of one paediatric disability consultant participated, in a single geographical location.
The HFWS is published in English. It has been adapted for use in Icelandic, Latvian, French, and German, 'Traffic Lights' Tool: Families' Views Peter Ireland and Karen A Horridge 663 although there has been no back translation to date to ensure consistency internationally.
Strengths
The HFWS was co-produced with families and members of the interagency, multidisciplinary team. Items included were based on the evidence of a large sample of issues recorded at the point of clinical care. The HWFS covers broader issues than 'body structure and function' alone, in line with the conceptual framework of the International Classification of Functioning, Disability and Health.
Conclusions
The HFWS was found to be acceptable, useful, and easy to use by families. It supported effective communication in paediatric disability clinics in Sunderland to the standard expected by the UK General Medical Council and NHS constitution. The tool ensured that a broad range of issues were covered efficiently, allowing time to focus on and adequately address those issues that mattered most to families that day. The tool could have wider utility in other settings and could be adapted for other specialties.
SUPPORTING INFORMATION
The following additional material may be found online:
